Music therapy during end-of-life care has become an increasingly applied therapeutic option for a broad range of populations in a variety of settings. While music therapy in the Neonatal Intensive Care Unit (NICU) is a well-established field of clinical research and practice, there is a lack of literature that specifically addresses issues related to end-of-life care in this setting. In this article, the author aims to reflect upon some of the potentials, difficulties, and challenges when accompanying babies and their families during their last stages of life in the NICU. Three case vignettes will be described in order to exemplify aspects related to rituality, culture, memory making, and family-centred care. It is hoped that these case studies prompt the exchange of ideas and experiences among music therapists and other health care professionals concerned with end-of-life care in the NICU. K Ke eywor ywords: ds: end-of-life care, music therapy, NICU, preterm infants, palliative care, family-centred care, Colombia
Intr Introduction oduction
Another plausible model for an origin of early human music is the lament, a widespread performance by individuals or groups in which the natural behaviour of weeping and moaning in grief at the loss by death or separation from a loved one became formalized and elaborated in song/poetry/movement, and shared with others to relieve feelings of helplessness, individual isolation, despair, and the anxiety attendant on the interruption death makes to the life of an individual or group. (Dissanayke, 2009, p. 26) The death of a young child or baby is certainly one of the most devastating events for the affected families and can be a highly demanding and sensitive issue for health care professionals. As a music therapist working for some years in the Neonatal Intensive Care Unit (NICU), I had the chance to accompany several babies and their families during their last stages of life. These experiences were incredibly enriching from both a professional and personal point of view but also quite challenging. The aim of this article is to reflect upon some of the encountered potentials and difficulties when providing music therapy during end-of-life care in the NICU and to encourage further discussion among health care professionals involved in neonatal care.
Over the last decades, music therapy in the NICU has become an expanding area of clinical research and practice, focusing on the wellbeing of both the babies and their parents (for an overview of research studies, see for example Bieleninik, Ghetti, & Gold, 2016; Haslbeck, 2012; Hartling et al., 2009; Hodges & Wilson, 2010; Krueger, 2010; Standley, 2012; van der Heijden et al., 2016) . However, while music therapy is widely applied for a variety of populations with terminal diseases including paediatrics (e.g. Archie, Bruera, & Cohen, 2013; Bradt & Dileo, 2010; Hilliard, 2005; McConnell, Scott, & Porter, 2016) , no publications were found that specifically address music therapy during end-of-life care in the NICU. This suggests that it may not yet be a fully integrated aspect of clinical practice or a currently active field of research. Nonetheless, parental grief is a topic that is cautiously emerging in recent music therapy writings (Haslbeck, 2016) and single case studies about end-of-life care in the NICU are reported in Ettenberger (2017a; 2017b in press) . Also, from discussions with several colleagues from around the world it becomes clear that there is a growing interest and concern about music therapy during end-of-life care in the NICU, for which this article presents some first experiences from our early clinical practice.
The most fundamental aims of end-of-life care are to support patients during their final months or years of life and to help them to die in dignity (NHS, 2016) . Dying with dignity "recognizes the intrinsic, unconditional quality of human worth but also external qualities of physical comfort, autonomy, meaningfulness, preparedness, and interpersonal connection" (Cook & Rocker, 2014 , p. 2506 . End-of-life care is ideally provided by a multidisciplinary team of caregivers, including specially trained physicians, nurses, therapists, counsellors, social workers, chaplains, among others (National Consensus Project for Quality Palliative Care, 2013). Palliative care -as an integral part of end-of-life care -"is an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual" (WHO, 2016) . This definition is clearly in line with the goals of music therapy during end-of-life care, such as helping patients in addressing their physical, emotional, and spiritual needs, improving their quality of life, and assisting patients and caregivers in coping and bereavement (Bradt & Dileo, 2010) . While the need for more evidence in this field is suggested, a growing number of research studies and clinical reports indicate that music therapy can help palliative care patients to alleviate emotional distress, improve quality of life and physical comfort, decrease pain levels, fatigue, and drowsiness, and successfully address spiritual needs of both patients and their families (e.g. Forrest, 2014; Gutgsell et al., 2013; Horne-Thompson & Grocke, 2008; Kordovan et al., 2016; O'Kelly, 2002) .
While much of the existing literature on this subject is related to cancer care, supporting patients with a life-threatening illness is also an increasingly discussed topic in general Intensive Care Units (ICUs). This is highly relevant considering that for example in the United States about 22% of all deaths occur in the ICU (Papadimos et al., 2011) . Recent reviews and guidelines about palliative care in ICUs include recommendations regarding communication with the families, decision-making processes, and stress the need to consider cultural aspects as well as the spiritual beliefs and traditions of the affected patients and families (Cook & Rocker, 2014; Luce, 2010; Papadimos et al., 2011; Truog et al., 2008) . With regard to paediatric and neonatal populations, such guidelines also mention the use of music and music therapy as beneficial strategies for improving the infants' quality of life, for fostering family engagement, and for reducing pain and promoting comfort (AAP, 2000 (AAP, , 2013 Mancini et al., 2014) . This may suggest acceptability of music therapy during end-of-life care in ICUs also for non-cancer related diseases, such as it is the case of the NICU.
For this article, it was opted to present three distinctive case vignettes. The cases were chosen with the aim to reflect the diversity of possible scenarios for music thera-pists working in this field: from a several months long process in the first vignette, to accompanying a baby that initially was not referred to, but transitioned to end-of-life care during hospitalization in the second case, to a single focal session in the third case. Contrary to other populations, research about music therapy in the NICU has predominantly focused on quantitative designs so far and it was not until very recently that the first qualitative studies (Haslbeck, 2013; Ullsten et al., 2017) or mixed-methods studies (Ettenberger et al., 2014; Ettenberger et al., 2016) were published. More qualitative approaches including case-study reports are therefore vital, since they are the building blocks for theory development and an important element for gaining insight into the reality of (clinical) practice (Flyvbjerg, 2006) . This may be especially relevant considering the on-going internationalization of music therapy in the NICU (Shoemark, 2015) . Before introducing the case vignettes, a short description of our music therapy service will be provided in order to understand better the organizational aspects in which the clinical work takes place. (Ettenberger et al., 2014; Ettenberger et al., 2016) . End-of-life care (in the NICU and elsewhere) is an integral part of our clinical work, although it is not yet a formalized procedure, and we are just beginning to systematize our efforts in this area. This means that we currently have no guidelines that regulate the referral of dying patients to music therapy, which in the case of the NICU, depends very much on the attending neonatologist. However, it is common practice that once a patient receives a music therapy referral, we continue music therapy services; this includes also cases in which a baby might transition to end-of-life care during hospitalization. The mortality rate in the NICU of the CPO is about 3% or about 25 to 30 babies per year. Considering that about 80% of these babies die within their first week of life and are not referred to music therapy, end-of-life care is still a relatively rare event for us, with approximately 4 to 6 cases per year.
C Ca ase vignett se vignettes es 1 1
During the next section, three clinical case vignettes are presented and discussed in relation to rituality, culture, memory making, and family-centred care. Additionally, some of the specific challenges when accompanying parents and babies during end-oflife care in the NICU are outlined. How music therapy is performed will naturally depend on each music therapist's background, training, and on the organizational and structural realities described above. But also the culture of each country and region -and finally of each NICUneeds to be considered. Family structures, social relationships, and of course the music and 'musicking' are all socially and culturally shaped aspects that influence how music therapy in the NICU will be provided. In relation to end-of-life care, also the families' experiences, expectations and preferences regarding mourning and bereavement are important to bear in mind. Since the following case vignettes are derived from our early clinical practice, it is not intended to provide a comprehensive method-ological framework for providing music therapy during end-of-life care in the NICU. Rather it is hoped that the cases stimulate further discussion among music therapists and health care professionals concerned with this topic. Therefore, while some of the case vignettes may resonate with the experiences of music therapists in other countries and settings, some might not; thus it is important to recognize and honour the diversity of approaches in the field. For the whole team, the case of Sara and Jenny was very moving and due to her long hospitalization we all formed strong bonds with both of them. Family-centred care approaches can provide a useful framework when considering the integration of caregivers to the music therapy process in hospital settings (e.g. Ettenberger, 2017; Haslbeck, 2016; Shoemark & Dearn, 2008; Shoemark, 2004) and are particularly im-portant during end-of-life care (Kenner, Press, & Ryan, 2015) . Empowerment of parents, shared decision-making, respecting, and honouring the families' traditions and beliefs and considering the family as an essential part in the wellbeing of the babies are all principles that are mentioned equally in recommendations regarding familycentred care and palliative care in the NICU (Gooding et al., 2011; Kenner, Press, & Ryan, 2015; Kuo et al., 2012; ) .
Considering the case of Sara, especially the aspect of shared decision-making was crucial for the development of the music therapy process. The emotional states of family members can fluctuate frequently during end-of-life care and denial, frustration, hope, anger, or resignation, are all common experiences for parents in this situation. These emotional states can influence the level of involvement during the music therapy sessions, because they might shape the family's disposition or willingness for engagement. For us, this meant that the participation of Sara's family was renegotiated constantly and ranged from the active partaking of the parents during songwriting and singing to receptive sessions. At times, Jenny also opted to not participate in music therapy but clearly expressed her wish for us to continue to work with Sara alone. Being able to opt out from music therapy is an offer that we express when initiating the therapy process and is an important anchor for parents when the experiences are too overwhelming; being given the choice whether to participate in music therapy or not can help parents to regain an at least a minimal sense of control over their and their baby's life.
Memory making is another important aspect during end-of-life care and is a central theme for many parents who lost their baby in the NICU (Cortezzo, Sanders, Brownell, & Moss, 2015; Shelkowitz et al., 2015) . The recordings we made during the sessions with Sara -which included audio recordings, video recordings, and taking pictureswere essential in trying to create memories that would hopefully last a lifetime. While the use of recordings and memory making are fundamental aspects in many end-of-life care programs 4 , the specific cultural setting and the families' individual belief systems certainly influence if, how, at what moments, and under which circumstances recordings are used. Shortly after Sara's death for example, Jenny let us know that she was not yet ready to receive the pictures and videos, but this changed over time. Based on a personal initiative, I invited Jenny to the hospital 2 months later and after watching together and handing her over the material, she was grateful for the pictures and videos and said: "With these pictures I will never forget her."
In the case of Sara, also the involvement of the staff was highly valuable. In Colombia, people easily build up close social relationships and most Colombians are used to constantly sharing physical as well as personal and intimate spaces. Thus, when a baby dies after long weeks and months of struggles, the staff can also become emotionally affected. Accompanying nursing care tasks such as bathing or changing diapers with music provided a space for interaction and bonding not only for Sara's family but also for the professional team. The lyrics that one of the head nurses wrote for Sara were transformed into a song that became an important element both during our sessions and after Sara's death at the funeral. These interventions were highly appreciated by the NICU staff but are clearly shaped by the social and cultural expectations of interpersonal relationships, the relativity of rules and boundaries and the strong sense of community in Colombian society. 
for example during one of the extubations or during the use of nebulizers to treat his BPD. With the consent of Andrea and the medical staff, my colleague and I accompanied him even during two long surgeries in which parts of his damaged intestine were removed. This close accompaniment of Juan was highly appreciated by the parents and the professional staff. After 4 months of fighting for his life, Juan was finally getting better; he was growing and even started to bottle-feed. Also the medical team was more optimistic. However, he remained prone to infections and suddenly needed to be ventilated once more. This time, his health declined rapidly and Juan died a couple of days later. On the last day of his life, my music therapy colleague was able to accompany Andrea and Juan for the last time, singing her favourite song "Flying with angels".
The repetitive fluctuations and the uncertainty regarding Juan's health were very challenging for both his parents and the staff. Predicting death in the ICU is very complex and especially with non-cancer diseases it can be problematic for physicians to recognize accurately a dying patient (Meadow et al., 2011; Papadimos et al., 2011) . Due to the constant changes of Juan's condition, it was essential for us to maintain excellent communication with the medical staff and to be well informed about his current health status. This helped us to regularly re-evaluate and adapt our clinical goals according to his present state and to sensitively address Andrea or Felipe when offering music therapy or when discussing Juan's development or challenges.
Picking up and integrating the emotional states of his parents to the music therapy sessions was equally significant. Making progress and then suffering a setback can be very frustrating for parents in the NICU and can increase feelings of uncertainty (Bolí-var Montes & Montalvo Prieto, 2016) . As music therapists, we tried to counterbalance the sense of helplessness and despair that often accompanied Juan's parents through our constant presence and support, even during surgeries. When Juan was too unstable and we had to suspend music therapy for a while, we consciously tried to engage Andrea and Felipe in short conversations inside and outside the NICU in order to keep track of them and to maintain a close relationship. This was vital for being able to more easily resume music therapy when he was sufficiently stable again. The ups and downs that Juan's parents went through during his hospitalization required also being sensitive to more ambiguous feelings they might have experienced. Song improvisation, songwriting, and trying to musically match their current moods, were some of the interventions used with the aim to acknowledge both 'positively' and 'negatively' associated feelings as normal experiences in such a situation. Being aware of over-iden-tification and the dynamics of transference and countertransference were essential in this sense and are important elements in medical music psychotherapy (Mondanaro, 2016) .
As stated in the introductory section, about 80% of the deaths in our NICU occur within the first week of life and these babies are not referred to music therapy. But also a relatively stable baby might get worse or even die in a very short time. At least three or four times, Juan was very close to death during his hospitalization and had to be resuscitated twice. However, at the end he was doing well and we all thought that the worst was over. Then he suddenly deteriorated and died within just a couple of days. This short time period between life and death can be an additional challenge, because parents have not much time to prepare and anticipate their loss. Although unanticipated loss is more frequently mentioned in the literature for perinatal loss including miscarriages or stillbirths (Kenner, Press, & Ryan, 2015; Kerstin & Wagner, 2012; Romesberg, 2004) , it might well play an important role when also older babies suddenly die in the NICU. Knowing about the families' social support system is paramount in this sense, since support from families and friends, but also an active participation in religious communities for example, can ameliorate complicated grief (CG) reactions after perinatal loss (Kerstin & Wagner, 2012) . Support groups or bereavement services after a baby dies can additionally help parents to cope with their loss (Capitulo, 2005; Harvey, Snowdon, & Elbourne, 2008) , but this is still not common practice in Colombia.
A couple of weeks after Juan's death I tried to contact Andrea by phone. Her mother picked up and told me that Andrea and Felipe were holding up fine and that they were spending most of their time with the church community. Andrea was not answering phone calls at the moment, but her mother told me that she had regularly spoken of music therapy and how important it had been for her and her husband during Juan's hospitalization. While this case description is less detailed compared to the other vignettes, it exemplifies a particular part of our clinical practice, in which we see a dying baby and its family for a single session. This can be challenging, because there is neither a previously established therapeutic relationship nor are there any shared musical experiences with the families that can help us music therapists to navigate in such a delicate situation. But it can also be an opportunity to create a (musical) atmosphere that hopefully supports parents in connecting with their baby, in honouring its life and to say goodbye.
Case vignette 3: Rituality
Music, together with other art forms, has been an integral part of rituals and ceremonies for thousands of years (Dissanayke, 2009) . A ritual is a set of coordinated and synchronized behaviours and actions that gain relevance by the way they are performed: "A ritual as ritual has no purpose outside itself: the purpose of the ritual is that it be performed, and performed correctly" (Merker, 2009, p. 46) . At its essence, a ritual marks an important event or moment in our lives, whether the goal may be to worship, honour, thank, celebrate, welcome, or farewell. This means that rituals "provide meaning and order to transitions, and symbolically connect people and events" (Kobler, Limbo, & Kavanaugh, 2007, p. 299) . While our daily life is full of rituals, in the NICU, however, this is different. Parents normally do not celebrate their baby's birth, as they would probably do it at home. Often, they cannot share their joy with their families and friends and even the mere thought of celebration can be difficult to bear considering the amount of stress, worries, and anxiety that many parents face in the NICU. The same is true when a baby dies. Saying good-bye is often a silent and solitary act in the NICU, without music, poetry, or the presence of friends or even important family members. Rituals can thus be crucial elements during end-of-life care in the NICU and can help families to find support, meaning and to initiate their grief process in the context of a structured and shared experience (Capitulo, 2005; Kobler, Limbo, & Kavanaugh, 2007) .
While the (exact) reproduction of learned actions and behaviours is certainly an important aspect in defining rituals (Merker, 2009) , at least in the context of our clinical practice, these actions and behaviours are however often improvised. Since in our hospital no palliative care team or bereavement program exists, there is no established way of working with parents and babies in such a situation; there is no formalized 'ritual' that might guide and support parents in expressing their grief, no ceremonial acts, no rules to follow, no predetermined music dedicated to honour the baby's short but important life. This can be especially challenging considering patients like Martin, since there is no time to discuss or prepare potential rituals that parents might want to be part of. While it remains unclear if Martin's family perceived the music therapy session as a ritual, being accompanied by music in such a situation might have helped to create a context with ritual-like characteristics. Kobler, Limbo, & Kavanaugh (2007, p. 291) described three dimensions of rituals in perinatal and paediatric death, labelled as meaning-making, intention, and participation.
Meaning-making refers to the inherent goal of any ritual to mark a moment or situation as something significant and meaningful. Symbols such as words, objects, movements, but also music, are used to individually create meaning for the participants and facilitate the grief process. Especially in single sessions like the one with Martin, music therapy is often an unexpected and extraordinary event for families in such circumstances. This can eventually help to adhere a special meaning to the situation, to mark it as something important:
One could say, in fact, that ceremonies composed of music and associated arts are the behavioural or expressive counterpart of religious doctrine and belief, providing something 'special' (shaped, embellished) to do for humans cognisant of and attempting to cope with the problems and uncertainties of mortal existence, whether past, present or future (Dissanayake, 2009, p. 24). While intention refers to an inner "determination to act in a certain way" (Kobler, Limbo, & Kavanaugh, 2007, p. 291) , participation in rituals for dying babies in the NICU should be voluntary and adjusted to the level of comfort of the parents. In our experience, music is something that parents generally welcome during end-of-life care in the NICU and while levels of participation can vary, music therapy can facilitate the synchronization of the families' behaviours and actions during a session and thus to "coordinate temporally structured events through interaction" (Clayton, Sager, & Will, 2004, p. 3) . Entrainment -the conscious synchronization and modification of musical elements in relation to physiological, emotional or behavioural states of the families and babies -can be especially useful in this sense; both entrainment and synchronization are core aspects in many rituals (Clayton, Sager, & Will, 2004; Merker, 2009) .
Whether prepared and anticipated or improvised in the moment, music can play a crucial role in establishing a ritual for families during end-of-life care in the NICU. And although there are no testimonies from Martin's family about their perception of music therapy, I had the strong impression that the music helped them to instinctively do what they needed to do -to say goodbye.
C Conclusions onclusions
In the three case illustrations, I provided some early clinical insights into music therapy during end-of-life care in the NICU. While it was aimed at highlighting particular issues in each vignette, family-centred care, rituality or memory making are certainly transversal themes during end-of-life care in general and not limited to single experiences. Similarly, context and culture are underlying forces that influenced all the cases and are particularly important to bear in mind when working with families whose background differ from those of the music therapist (Forrest, 2011 (Forrest, , 2014 Mondanaro, 2016) . In addition to cultural differences, mothers and fathers can experience distinct challenges when having a baby in the NICU (Mondanaro, Ettenberger, & Park, 2016) , which may result in different ways of coping when facing the death of their baby (Capitulo, 2005; Kersting & Wagner, 2012) . Thus, developing a selective understanding of grief and loss in parents is crucial for end-of-life care in the NICU but also vital with respect to other causes than death (Dyer, 2005a, b) . Family-centred care principles, adapting a sensitive language in communicating with families and individualizing the therapy offer according to the patients and families needs and expectations are certainly paramount aspects in this sense (Kenner, Press, & Ryan, 2015; Mullen, Reynolds, & Larson, 2015) .
Considering that our clinical work takes place in Colombia, it is also important to recognize the subtle differences in general end-of-life care approaches between Latin America and North America or Europe. A study carried out in California for instance (California Health Care Foundation, 2006) , found significant differences among ethnic groups regarding life-sustaining treatments with 44% of Latino and African-American participants believing that "everything possible should be done in all circumstances to save a life" in contrast to 14% of non-Hispanic white participants. Fajardo et al. (2012) analysed the end-of-life decisions in NICUs of five Latin American countries and concluded that withholding or withdrawing of life support is very rare in Latin America and that much more deaths are accompanied by full life support and Cardiopulmonary Resuscitation (CPR) compared to the United States, Canada, or European countries. Also, there seem to be less family involvement when it comes to decisions regarding withholding life-sustaining treatments. Such distinctions are important to acknowledge, since they reflect also wider cultural, social, and religious values (Luce, 2010) .
Being able to accompany and support babies and their families during their last stages of life is a huge honour and can be very rewarding. However, it is also challenging and at times frustrating and the need for staff support and to recognize staff suffering is frequently mentioned in guidelines regarding end-of-life care (Cook & Rocker, 2014; Kenner, Press, & Ryan, 2015; Papadimos et al., 2011) . Adequate training, close supervision and cultivating personal wellbeing can help music therapists to cope when working with dying babies and their families in the NICU. In our own case, weekly team meetings provide an additional opportunity to informally discuss some of the difficulties and challenges we experience when working with such patients.
As stated in the introduction of this section, it is important to point out that end-oflife care in our hospital is not yet a formalized process and no palliative care team or bereavement program exists. Thus, music therapy is still provided sporadically in this field and we are just beginning to systematize our work in this area. Any conclusions for clinical practices outside our own specific setting need therefore to be drawn with great care. However, we are keen to learn from other music therapists working in this field and hope that this article stimulates the exchange of experiences regarding music therapy during end-of-life care in the NICU.
